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Abstract 
 
This poster reports findings from an analysis of 81 qualitative interviews with rural dementia caregivers 
who participated in two research projects that evaluated cognitive behavioral therapy (CBT) problem-
solving interventions designed to help them manage their caregiving and reduce depression.  The 
research questions posed in this analysis are: (RQ1) How do rural dementia caregivers who have 
participated in a CBT program interact with the information around them and available to them? (RQ2) 
How do these caregivers manage, explicitly or tacitly, their information needs and uses? The analysis 
demonstrates similarities and differences in information behaviors and information environments across 
the caregivers; for example that physical information artifacts are important to different caregivers for 
varied reasons, and that religious communities fulfill multiple information-related roles.  The findings 
demonstrate the importance of accounting for the unique constraints on older caregivers in designing 
interventions to improve and support their caregiving experiences.  Creating links among people, such as 
connecting caregivers to similar others facing similar challenges, and providing them with a structure to 
allow them to focus on their goals, appear critical to the success of such interventions.  
 
 Keywords: dementia caregivers, information use environments, health information behavior, 
qualitative health research 
 
 
 
Introduction 
 
 Most adults with dementia (80%) receive care from family members at home (Alzheimer’s 
Association, 2011).  These caregivers (CGs) often experience significant psychological distress, sleep 
fragmentation, reductions in social activities, and disrupted family relationships, leaving them at 
substantial risk for depressive disorders (Gallagher-Thompson et al., 2000; McCurry, Logsdon, Teri, & 
Vitiello, 2007) and compromised physical health (e.g., Kiecolt-Glaser, Glaser, Gravenstein, Malarkey, & 
Sheridan, 1996; Vitaliano, Schulz, Kiecolt-Glaser, & Grant, 1997).  Increased understanding of how CGs 
use information resources to manage their caregiving demands, and how context shapes their information 
use, can improve the design of CG-related information sources and services.   
This study seeks to further this understanding by examining rural dementia caregivers who 
participated in two research projects that offered cognitive behavioral therapy (CBT) problem-solving 
interventions to help them manage their caregiving and reduce depression: 1) a study of faith community 
nurses (FCN) trained to conduct cognitive behavioral and spiritual counseling for rural dementia 
caregivers; and 2) a study called "African-American Alzheimer’s Caregiver Training and Support" (ACTS), 
which provided skills training and support, by phone or in person, to African-American dementia 
caregivers with depression (Glueckauf et al., 2012).  
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Background 
 
 Most information-oriented examinations of CGs focus on information needs (e.g., Conley & 
Burman, 2011; Hirakawa, Kuzuya, Enoki, & Uemura, 2011; Thompsell & Lovestone, 2002; Wackerbarth & 
Johnson, 2002; Wald, Fahy, Walker, & Livingston, 2003).  Some focus on information materials (e.g., van 
der Steen et al., 2011), while others focus on information providers or intermediaries (e.g., Abrahamson, 
Fisher, Turner, Durrance, & Turner, 2008).  Another subset of literature indicates the importance of 
examining and supporting information use among the elderly, but without a focus on CGs (Niemelä, 
Huotari, & Kortelainen, 2012; Xie & Bugg, 2009).  Information needs are part of a broader approach that 
studies information behavior, which includes other phenomena such as information seeking, retrieval, 
motivations, avoidance, incidental acquisition, serendipity, overload, evaluation, and management (see 
Dervin, 2005; Ginman, 2000).   
Understanding information behavior requires that we "account for...  the social context within 
which information is generated, sought for, acquired, evaluated, organized, disseminated, and used" 
(Rosenbaum, 1996, p.  152).  Many frameworks have been developed to consider such context, including 
information fields (Johnson, 1997), information grounds (Pettigrew, 1999), information ecologies (Nardi & 
O'Day, 1999), information worlds (Burnett & Jaeger, 2008), and information use environments (Taylor, 
1986, 1991). Such frameworks have been evaluated for their applicability to CGs  (e.g., Harland & Bath, 
2008; Ormandy, 2010).  When people seek information about health (and other) activities and events, this 
context includes many factors such as individuals' roles (Wicks, 1999), culture and ethnicity (Jeong, 2004; 
Yi, Stvilia, & Mon, 2012), age (Asla, Williamson, & Mills, 2006), living environment (Mooko, 2005; Shin, 
2009) and – for health-related information behavior – the type of medical condition and associated 
symptoms (Johnson, Andrews, & Allard, 2001).   
As part of an overall research agenda focused on the information behaviors of dementia 
caregivers, this poster addresses two specific research questions: (RQ1) How do rural dementia 
caregivers who have participated in a cognitive behavioral therapy program interact with the information 
around them and available to them? and (RQ2) How do these caregivers manage, explicitly or tacitly, 
their information needs and uses? 
 
 
Methods 
 
The FCN and ACTS projects were designed as quantitative trials of the CBT interventions, but 
each included a qualitative portion.  Qualitative data were collected via interviews with participants, 
totaling 81 interviews across both projects.  All interviews were transcribed.  The preliminary "open" 
coding – coding that emerges from the content of the interviews rather than from a pre-existing code list 
(Charmaz, 2006; Strauss & Corbin, 1998) – suggested that further qualitative analysis of these data, 
directed toward information behaviors, was needed.  All 81 interview transcripts were subsequently coded 
with a focus on expanding and refining the existing open codes that reflect information behaviors, and 
adding codes suggested by sensitizing concepts (Strauss & Corbin, 1998, pp.  48-52) such as information 
use, information exchange, information avoidance, and so forth.  NVIVO8 qualitative analysis software 
was used as a platform to support this analytic work. 
 
Findings 
 
The findings to be presented in this poster represent the primary similarities and differences 
across the CGs in both projects.  All the CGs engaged in problem identification and goal setting.  They 
worked with their counselors to record the problems they faced and to develop goals they could achieve 
to help ameliorate the effects of those problems.  Their "selves" became primary information sources 
because they were responsible for identifying their problems and for creating a physical information 
artifact to record those problems and associated goals.  The CGs learned to turn to themselves for 
verification of their progress: Is what I am doing helping me achieve my goals? Have I completed the 
tasks I need to complete to help me achieve my goals? Now that I have completed my goals, for what 
(new) problems do I need to set new goals? 
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Common among CGs was the role of the counselor as an information intermediary facilitating 
open information exchange among counselors and CGs.  The counselors interpreted printed instructions 
or rote problem-solving steps, making them understandable and actionable.  CGs relied on the 
counselors for accurate and timely information in various areas including legal, mental health, physical 
health, lifestyle, and so forth.   
CGs' religious communities and spiritual beliefs and practices also shaped their information 
environments.  ACTS and FCN CGs involved in religious communities rely on them for information and 
social support.  Among the large majority of CGs in both studies who held strong religious beliefs 
(primarily Christian), those beliefs influenced their information behaviors such as their willingness to seek 
information, tendency to believe or disbelieve certain types of information, and how they dealt with health 
care professionals as people who had information and were empowered to act on it (see also Lustria et 
al., 2010).   
Major differences in information behavior are driven by intrinsic differences in the two projects.  
ACTS includes a guidebook for CG participants that takes on high importance in CGs' lives: they use it as 
a reference, as a source of authority in dealing with family members or healthcare providers, and as a 
physical reminder of their goals.  The FCN study included no such guidebook; occasionally the FCNs 
gave printed materials to their CGs, but it was not an intrinsic part of the intervention.   
Another difference was that the ACTS project included group and individual counseling sessions 
while FCN only included individual sessions.  The groups of ACTS CGs were an important source of 
information to each other; they exchanged alternative problem solving techniques and shared information 
among CGs whose care recipients were at different stages of dementia, which the CGs indicated was 
important in reducing their anxiety and fear.  The CGs in FCN often sought other groups of CGs (such as 
church groups) to provide this type of support.  When they did so, they were outside the structured 
problem-solving environment offered by the CBT intervention and some groups devolved into shared 
suffering rather than focused problem solving.   
 
Conclusion 
 
 The findings in this project remind us that it is important to focus on CGs' information behaviors in 
context and identify their information needs in light of their problems and goals.  The CGs information 
behaviors are shaped by economic, cultural, and social factors including religion, cultural factors 
associated with race and region, access to the internet and other information sources.  When considering 
an activity or intervention, it is important to consider the constraints on the target users and do what will 
work best for them rather than what seems interesting in terms of technology, or rich in terms of 
interaction (see Forducey, et al., 2012).  Including the right people (e.g., similar others facing similar 
challenges) and providing the CGs with a structure to allow them to focus on their goals appear critical to 
the success of such interventions. 
 
References 
 
Abrahamson, J. A., Fisher, K. E., Turner, A. G., Durrance, J. C., & Turner, T. C. (2008). Lay information 
mediary behavior uncovered: Exploring how nonprofessionals seek health information for 
themselves and others online. Journal of the Medical Library Association, 96, 310-323. 
doi:10.3163/1536-5050.96.4.006 
Alzheimer's Association (2011). Alzheimer's disease facts and figures. Alzheimer's & Dementia, 7, 208-
244.  
Asla, T., Williamson, K., & Mills, J. (2006). The role of information in successful aging: The case for a 
research focus on the oldest old. Library and Information Science Research, 28, 49-63. 
doi:10.1016/j.lisr.2005.11.005 
Burnett, G., & Jaeger, P. T. (2008). Small worlds, lifeworlds, and information: The ramifications of the 
information behaviour of social groups in public policy and the public sphere. Information 
Research, 13(2). Retrieved from http://informationr.net/ir/13-2/paper346.html  
Charmaz, K. (2006). Constructing grounded theory: A practical guide through qualitative analysis. 
Thousand Oaks, CA: Sage. 
iConference 2013  February 12-15, 2013 Fort Worth, TX, USA 
 
 
 
847 
Conley, V., & Burman, M. E. (2011). Informational needs of caregivers of terminally ill patients in a rural 
state. Virginia Henderson International Nursing Library. Retrieved from 
http://hdl.handle.net/10755/169169  
Dervin, B. (2005). Libraries reaching out with health information to vulnerable populations: Guidance from 
research on information seeking and use. Journal of the Medical Library Association, 93(4), S74-
S80.  
Forducey, P. G., Glueckauf, R. L., Bergquist, T. F., Maheu, M. M., & Yutsis, M. (2012). Telehealth for 
persons with severe functional disabilities and their caregivers: Facilitating self-care management 
in the home setting. Psychological Services, 9, 144-162. doi:10.1037/a0028112 
Gallagher-Thompson, D., Lovett, S., Rose, J., McKibbin, C., Coon, D., Dutterman, A., & Thompson, L. W. 
(2000). Impact of psychoeducational interventions on distressed family caregivers. Journal of 
Clinical Geropsychology, 6, 91-110. doi:10.1023/A:1009584427018 
Ginman, M. (2000). Health information and quality of life. Health Informatics Journal, 6, 181-188. 
doi:10.1177/146045820000600402 
Glueckauf, R. L., Davis, W. S., Hayes, J., Stutzman, M., McIntyre, V., Wesley, L., Kazmer, M. M., Burnett, 
K., Noel, L. T., Xu, J., Haire, K., Schettini, G., Sharma, D., Gustafson, D. J., Shipman, J., Willis, 
F., Murray, L., Parfitt, F., Proctor, J., Baxter, C., & Graff-Radford, N. (2012). Telephone-based, 
cognitive-behavioral therapy for African-American dementia caregivers with depression: Initial 
findings. Rehabilitation Psychology, 57, 124-139. doi:10.1037/a0028688 
Harland, J. A., & Bath, P. A. (2008). Understanding the information behaviours of carers of people with 
dementia: A critical review of models from information science. Aging and Mental Health, 12, 467-
477. doi:10.1080/13607860802224300 
Hirakawa, Y., Kuzuya, M., Enoki, H., & Uemura, K. (2011). Information needs and sources of family 
caregivers of home elderly patients. Archives of Gerontology and Geriatrics, 52, 202-205. 
doi:10.1016/j.archger.2010.03.019 
Jeong, W. (2004). Unbreakable ethnic bonds: Information-seeking behavior of Korean graduate students 
in the United States. Library and Information Science Research, 26, 384-400. 
doi:10.1016/j.lisr.2004.04.001 
Johnson, J. D. (1997). Cancer-related information seeking. Creskill, NJ: Hampton Press. 
Johnson, J. D., Andrews, J. E., & Allard, S. (2001). A model for understanding and affecting cancer 
genetics information seeking. Library and Information Science Research, 23, 335-349. 
doi:10.1016/S0740-8188(01)00094-9 
Kiecolt-Glaser, J. K., Glaser, R., Gravenstein, S., Malarkey, W. B., & Sheridan, J. (1996). Chronic stress 
alters the immune response to influenza virus vaccine in older adults. Proceedings of the National 
Academy of Sciences of the United States of America, 93, 3043-3047.  
Lustria, M. L. A., Kazmer, M. M., Glueckauf, R. L., Hawkins, Robert P., Randeree, E., Rosario, I., 
McLaughlin, C., & Redmond, S. (2010). Participatory design of a health informatics system for 
rural health practitioners and disadvantaged women. Journal of the American Society for 
Information Science and Technology, 61, 2243-2255. doi:10.1002/asi.21390 
McCurry, S. M., Logsdon, R. G., Teri, L., & Vitiello, M. V. (2007). Sleep disturbances in caregivers of 
persons with dementia: Contributing factors and treatment implications. Sleep Medicine Reviews, 
11, 143-153. doi:10.1016/j.smrv.2006.09.002 
Mooko, N. P. (2005). The information behaviors of rural women in Botswana. Library and Information 
Science Research, 27, 115-127. doi:10.1016/j.lisr.2004.09.012 
Nardi, B. A., & O'Day, V. L. (1999). Information ecologies: Using technology with heart. Cambridge, MA: 
MIT Press. 
Niemelä, R., Huotari, M.-L., & Kortelainen, T. (2012). Enactment and use of information and the media 
among older adults. Library and Information Science Research, 34, 212-219. 
doi:10.1016/j.lisr.2011.12.002 
Ormandy, P. (2010). Defining information need in health: Assimilating complex theories derived from 
information science. Health Expectations, 14, 92-104. doi:10.1111/j.1369-7625.2010.00598.x 
Pettigrew, K. E. (1999). Waiting for chiropody: Contextual results from an ethnographic study of the 
information behaviour among attendees at community clinics. Information Processing & 
Management, 35, 801-817. doi:10.1016/S0306-4573(99)00027-8 
iConference 2013  February 12-15, 2013 Fort Worth, TX, USA 
 
 
 
848 
Rosenbaum, H. (1996, October). Structure and action: Towards a new concept of the information use 
environment. In Proceedings of the Annual Meeting of the American Society for Information 
Science, Baltimore, MD (pp. 152-156). Medford, NJ: Learned Information. 
Shin, D.-H. (2009). Ubiquitous city: Urban technologies, urban infrastructure and urban informatics. 
Journal of Information Science, 35, 515-526. doi:10.1177/0165551509100832 
Strauss, A., & Corbin, J. (1998). Basics of qualitative research: Techniques and procedures for 
developing grounded theory (2nd ed.). Thousand Oaks, CA: Sage. 
Taylor, R. S. (1986). Value added processes in information systems. Norwood, NJ: Ablex. 
Taylor, R. S. (1991). Information use environments. In B. Dervin (Ed.), Progress in Communication 
Sciences (Vol. 10, pp. 217-255). Norwood, NJ: Ablex. 
Thompsell, A., & Lovestone, S. (2002). Out of sight out of mind? Support and information given to distant 
and near relatives of those with dementia. International Journal of Geriatric Psychiatry, 17, 804-
807. doi:10.1002/gps.692 
van der Steen, J., Toscani, F., de Graas, T., Finetti, S., Nakanishi, M., Nakashima, T.,...Arcand, M. 
(2011). Physicians' and nurses' perceived usefulness and acceptability of a family information 
booklet about comfort care in advanced dementia. Journal of Palliative Medicine, 14, 614-622. 
doi:10.1089/jpm.2010.0484 
Vitaliano, P. P., Schulz, R., Kiecolt-Glaser, J., & Grant, I. (1997). Research on physiological and physical 
concomitants of caregiving: Where do we go from here? Annals of Behavioral Medicine, 19, 117-
123. doi:10.1007/BF02883328 
Wackerbarth, S. B., & Johnson, M. M. S. (2002). Essential information and support needs of family 
caregivers. Patient Education and Counseling, 47(2), 95-100.  
Wald, C., Fahy, M., Walker, Z., & Livingston, G. (2003). What to tell dementia caregivers: The rule of 
threes. International Journal of Geriatric Psychiatry, 18, 313-317. doi:10.1002/gps.828 
Wicks, D. A. (1999). The information-seeking behavior of pastoral clergy: A study of the interaction of their 
work worlds and work roles. Library and Information Science Research, 21, 205-226. 
doi:10.1016/S0740-8188(99)00003-1 
Xie, B., & Bugg, J. M. (2009). Public library computer training for older adults to access high-quality 
internet health information. Library and Information Science Research, 31, 155-162. 
doi:10.1016/j.lisr.2009.03.004 
Yi, Y. J., Stvilia, B., & Mon, L. (2012). Cultural influences on seeking quality health information: An 
exploratory study of the Korean community. Library and Information Science Research, 34, 45-
51. doi:10.1016/j.lisr.2011.06.001 
 
